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(95%CL: 33.6~90.3) &, JEMBHLEHBEOREH
MELTWw3, MLLE#ILIR ALL © CR1 TOHIERE
H (n=71) @ Sy-DFS i, JEMBEMBHBE (=11)
54.5% (95%CL 31.8~93.6), FEMBEMEHOBE G
=45) 51.8% (95%CI: 38.8~69.2) T&H -7z,

3) CML/MDS

CML ©% 11841 (1CP) ToOFEBE (=68) O
5y-DFS &, HLA —HEEHEBHEE (h=18) 6%
(95%CL 45.7~925), FEMBEMBRBHE (=35
62.7% (95%Cl: 47.8~822) T - 7-.

MDS/MPD E 24T 176 o ¥EH#ELITHN, HLA
—HENSRENBEE, thoBEEEs LT, BE
BRTREBLRBIFTH 3. IMML OFIERBE (1=70)
@ 5y-DFS i3 HLA —H Eaf B HBHE (»=18) 432%
(95%CL 25.2~74.2), FEMBEMEBEHBHE (=21
33.3% (95%CL 182~61), FMBEBBEHOHEE G
=17) 47.1% (95%ClL: 28.4~77.9) T& » 1z,

4) BHY vooE

By vEOPEIBER 1778, 2053 bFERTF
v UEN I, tUFUENSISETHD. B/R
SEPBAOEREE TRET I LV -> TV -
fotedd, REGNCBEREL ST 20rBi s 32
BN O ERIREOFEHRITEIL 156 (88.1%) THX
NTVW207T, E1ER (i=46), ThUADOERIREE
(n=58), EEMIKE =52 DIVBRHPT B L, =1
ZND 5y-DFS i3, 86.5% (95%CL 76.9~97.2), 60.1%
(95%ClL: 48.7~74.2), 32.7% (95%Cl: 22.1~48.3) T&
b, HEKHEESS 2. £ T, BEANKEINCHEE
BEHBIEFEREER L.

5) EEEE

BB 2 MIEBMIL 955 HHiTbh, BEBE
#7901 ¥ (94.3%), RIEFEIEM s4 4 (57%) THb,
F-BERBHED 125 4 (BB 80.5%) HEHEERM
mepElasETcd 5.

MERIEREIC T 2 MEBEE 297 BiThH N, 5y-DFS
i, HLA —HFEREBHEE (=17 38.6% (95%CL
20.5~725), FEMBEMBEHMBEE i="7) 71.4% (95%
Cl: 44.7~100), BRBEHBEE (h=63) 504% (95%CL
394~64.5), BERHOBBIABE (=201) 423%
(95%CI: 35.4~50.6) Tdh - 7. HBEFRABLET 5%
B 141 #T7b N, 5y-DFS BERBRBE (=
18) 22.2% (95%CL 9.4~52.7), BRKIGMEMIaE
(r=117) 40.6% (95%CI: 32.2~512) TH-1z. = —4
v REBEE T 2 EBER 106 HiTh N, Sy-

"DFS WEEBHBE (h=16) 438% (95%CIL: 25.1~

B3 FE28 (00944 8)

76.3), BRFKEMBMMIEBIE (n=288) 43.6% (95%ClL:
343~555) THofc, PIRGBEBOPIFE « PNET
Wt A IEBRE I 103 #EThh, 5y-DFS i HEEH
MERHIEHE (n=96) 47.1% (95%CIL: 37.3~59.4) Td -
fo. FHFERXT 2 WO 58 HiThh, 5y-DFS i,
HREMBHE (=22 38.1% (95%CL 21.6~67), HE
KB MBAERIERE (n=36) 37.2% (95%CL: 24~57.7) T
H ot

6) EMmiEE

FEREEMEE LB BAETBUYEN Y 2 7)EH
FEid 273 BTN, 5y-DFS 3, HLA —HEME§
H (h=110) 83.2% (95%Cl: 76.3~90.6), %D MEG
EREWEE (1=33) 90.7% (95%CIL: 81.2~100) T3
MBEEEHEE (n=109) 78.1% (95%CIL: 70.2~86.9)
TdH -7z, AML % MDS it L TWiE ) Fanconi B
KXY B FIELEMEBMIABEIL 49 #57bh, 205
BHEFEMBEMERBELSTLA, Sy-DFS 90.8%
(95%CIL: 78.9~100) T& - 7z,

EMEEL KT 5 PEHER 369 4HiThh, Sy
DFS THE T 5 & HLA —HEERHESHBE (i=126)
83.8% (95%CIL 77.5~90.6), % OO MBERIERHE
(n=48) 87.4% (95%CL 78.5~97.4), FMBER B
K (n=158) 78.8% (95%CI: 72.2~86.1), FEMGEE
FMBHE (n=19) 52.6% (95%Cl: 34.4~80.6) T, FE(M
BEMBREOBELMOBE L D EBICEEESEY,

7 FOMOFEEMEKS

SRUERBERICWT 2 MEBER 94 41T7bh, sy
DFS (3, HLA —HEfaRE i (n=20) 85% (70.7~-
100), FMBERMEHBEE (»=38) 78.9% (95%CL
669~93), FMBEHMBRMBE (i=23) 47.6%
(95%CIL: 27.9~812) TH - 1.

SREREALE T 2 WEBEI 135 #iThh,
Sy-DFS {3, HLA —H[EBHEEHZEE (=26 83.5%
(95%CIL: 69.9~99.9), Z OO MBEMEHHEE (=
19) 57.9% (95%ClL 39.5~85), JEMBERIBHHEIE G
=37) 69% (95%CL: 55.2~86.3), FEMBEMBESMBHE
(n=39) 67.4% (95%ClL: 53.8~84.4) Tk - 1<,

8) IRMA

EBROZRPBAKEBRERR 115ET, 2BHBEE
7,676 &0 15%TH 5.

FEUARE Y 27 & L TEMBIIEBEEO ZRH»A
RAERETHET DL, 10FET 1.6% (95%CL: 1.3~1.9),
20 £ET 4.5% (95%CIL: 4.0~5.0) FEH&xNn 3. gEH
EH» O RKBER : TOREHMOTEEIR, 4.95F,
PREIRIETH - k.
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Iv. & %

SEL bz MG T/ NERRERO &M
BHABET - 5 N - 20FEER, BEARBY &M
HIABIERE v R 7 L ORI FELEL LD, TRUMP
VRAFLADERENL-TVWE, F-sh—Tfbxh, B
Bhocy y DR Y 7 OB, BRARISEREET
Eahhid, BEBECLOHEREBEEEEM, &
BEHER ST, TRTNTO registy DBEF -5 %
EWhEeh—TbitRE- TRy, BEEEI LD
EEROHEZTICE, DudeEdy, -0 3y
ICBHREEATS T EMNRARTH S, BA/NRMEK
FOOEMEBMIEEE T~ 7 ~N— 23, /NEREFEICIE
FHENB00, FEBNF—s~<-22FHLTVS
fod, AFELNKEREEEEILONS, BRR6FILE
LI SEMT AT o 7F -3, _IRPADRERS
ZoMmBBEEoBENERF 4L 5 3,

AML 24D 5y-DFS &, 1989 FELIH (=137) &
51.1% (95%CL: 43.4~60.2), 1990~1997 ZEH8 (»=680)
13 53.2% (95%CIL: 49.5~57.1), 1998~2005 fE81 (n=
579) i3 48.4% (95%CL: 44.4~528) &, £BEROFE L
FaohTWRLY, BEEEDLTWS, 1990 F4X
ik, HLA —HERSFETLEBENITLL, £h
DA EBEBENES L OEFTITbALDOIIL T,
B, high risk BEBHEMNRSRONTVWS, 0L
S, BHEAMOEBRORAESPEBOREEXERT S 7~
S ORMBF - 7 OFERICBOTRIBEE Y 5 5, Bk
DINEBHEOF -9 -2 Fd &L TRUMP KBWT
b, EEEORERS LV, BiEfoBREBERE
EAERALGNTVEYL, BEEBE, B8l T
MER/IRICMA B NETH A0, REORBBEER
DO—8iE, BHEF— 5 BITPRFICARYRIZER KD
RGN ENSBEEZOND, BHPBECEECHET
BEEEF -/ N—AKBEDALKRE, EBMTRET
BhwTwas i EEBEET - YL —Yadt i —
FR-RA VAT LABERALEELONS,

MDS @ RA/RARS REBEAARREZEMEE—D 7 v —
TELTHREMNRENE I EMH B0, 1990~1997 £F
Hi® 5y-DFS 12, HLA —HHEjaBBHEE =18
77.8% (95%CL: 60.8~99.6), FEMBEEMEWEE =
12) 91.7% (95%CI: 77.3~100) T& - 7245, 1998~2005
FEfc R, FNBERERBHEOETEEMETLTEY,
M@ EsRT B> BEHTH S,

HLA —EESt o MGERMBEICET 21%51d, HLA
D—KE, CDM SHMISMLMBLR 4+ ERT ILE

BB, BRI EORIER, EFEDDE ST
e lEsvoT, EMNOEM T & RTT 248
»Nh b,

BMEECHT 2EFNFEORE R, 2FELTH
hig, BEEATERTSTS 54, ARMEEMEZO
EIEE M HE 3, amegakaryotic thrombocytopenia 1 4
(H7F 0), Fanconi B 3 & (H£%F 1), congenital
dyserythropoietic anemia 1 & (£ 1), SERUIRIFERE 4
# (4 3), Kostmann [EREE 4 (£F 4 THo1e.

Fanconi E{fli¥, 1990~1997 F£HA iz ik, H i HLA
—~HERMBHBE (=12 MiTbhbh, %O 5y-DFS
i 91.7% (95%CIL: 77.3~100) LBFTH~kh, Th
PADREF+— 2 o OBBERLFFETTH - DT,
1998 FELIE D EMBERM BB OREDOE LI EEE
T& 3., MDS/AML #EB#H| D Fanconi &l O ¥ EHEHI
L 10#EDH D, Sy-DFS iE 70% (95%CL: 46.7~100) TH -
7z,

FRUEGEALIE T BB, B FF —BR»
Pz o LI, HLA —BEEMUA OB ER
ERBESEEMCRENTIH, 1980 ERE THE 5y-
DFS T 23.5% (95%CL 10~554) (n=17) L RBTH»
7z, BAETIE, FEMBEHTED 56.3% L BFHE LD,
HLA —HEREBUA O MBEMBHBTELED, &£F
ZEEEL, BEEENOZIRDL -1,

EREESE&TH B L, BRBHEICE T 2 BFEEAMM
BMISEERIISEEEBA . BEEW TOBERTY
FHIB 44 TH A0 LT, HERMMEMaHE
68T, HESHERIGECEESHTH S (p<
0.05). BHUEEEBCERANMEBMIaHERARLE
WEEHOFIGE S 5 &, MEFIE76.0%, 418
WEPINE 86.4%, 878, L—4 v ANE 84.1%, 995,
BEZFRE/PNET 94.1%. 6.4 8%, HF3FHE 62.1%, 40K TH
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Guideline for Evaluation of Quality of Life in the Long Term Survivors who Underwent
Hematopoietic Stem Cell Transplantation during Childhood

Shunichi KaTO
Department of Cell Transplantation and Regenerative Medicine, Tokai University School of Medicine

Abstract As the number of long term survivors who underwent hematopoietic stem cell transplantation (HSCT) in-
crease, guidelines to systematically and continuously evaluate the physical, psychological and social quality of life in
those survivors became necessary. The Committee on Hematopoietic Stem Cell Transplantation of the Japanese
Society for Pediatric Hematology has decided to issue such a guideline with several related committees of other organi-
zations. We present a draft of the guideline on examinations and guidance according to the period after HSCT and to
age, and call for opinions from the members of the society.
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Pamphlet according to Lower or Elder Age Group for the Accurate Understanding of
Hematopoietic Stem Cell Donation between HLA Matched Siblings

Arata WATANABE,' Naoko Kaxee,’ Nahoko SakaMoTo® and Shunichi Kato®

' Department of Pediatrics, Nakadoori General Hospital
Departments of * Health Policy, and * Maternal and Child Health, National Reserch Institute for Child Health and Development
* Department of Cell Transplantation & Regenerative Medicine, Tokai University School of Medicine

Abstract Although a HLA genotypically matched sibling is the best stem cell donor, it is feared that the sufficient
understanding necessary for informed decision making is not attempted often enough, support for the human rights pro-
tection safety of pediatric donor candidates is insufficient. Moreover, understanding is different depending on one’s
age, and it is extremely important in ethics for the understanding and the confirmation of understanding to be done be-
fore HLA typing. The authors distributed a “Donor’s Kit” that contained various materials needed for a patient’s fam-
ily to select the transplantation donor from among family members, when the physician in charge considered stem cell
transplantation from a related donor as a treatment choice. Because the blue pamphlet entitled “Stem Cell Transplan-
tation” also has the choice of peripheral blood stem cell transplantation in addition to bone marrow for donor candi-
dates of ten years old or more, the content is a little different from that of the pink pamphlet entitled “Bone Marrow
Transplantation” for donor candidates of less than ten years who can select only bone marrow donation in Japan. The
wide use of this “Donor’s Kit” as studied explanatory material in the case of transplants among kin in our country is
advancing the protection of the human rights of donors and ensuring safety.
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